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 EDITORIALS

Boarder
Babies
With AIDS
in Harlem:
Lessons
in Applied
Public Health

Since many children afflicted
with AIDS are poor, it is our re-
sponsibility to ensure that they re-
ceive the medical and social care
they need to live humane and civi-
lized lives. It is our moral obliga-
tion to do so.1

Margaret C. Heagarty, MD 
Director of Pediatrics,

Harlem Hospital Center,
1978–1999

Those who were involved in
public health in the mid-1980s
will remember New York City’s
“boarder babies with AIDS.”
These were children with HIV
who lived unnecessarily in hospi-
tals, boarding, as it were, be-
cause they had nowhere to go.
They had been abandoned, or-
phaned, or removed from their
parents’ care because of drug
use, neglect, or abuse. Now,
more than 15 years later, it is
worth reflecting on those trou-
bled times and the role that one
hospital-based program played
by expanding beyond traditional
roles to find innovative ways to
effect change. 

Pediatric AIDS, first described
in 1983, appeared to have a uni-
formly high mortality rate in
early childhood. A stigmatizing
aura of hopelessness and fear of
contagion surrounded HIV-
infected children. Foster care
placement, as a result, was ex-
tremely difficult, and it was
made worse by the social conse-
quences of crack, which had
overwhelmed the system. 

New York City had the high-
est rate of pediatric AIDS in the
nation; the community of Har-
lem, in northern Manhattan, had
one of the highest densities of

maternal–newborn HIV infec-
tion in the city; and no hospital
was more severely affected by
the boarder baby crisis than Har-
lem Hospital Center, a Columbia
University–affiliated municipal
hospital in Central Harlem. Here,
the number of children with
AIDS doubled annually from
1983 through 1989, 3% to 5%
of pregnant women were in-
fected with HIV, and the epi-
demic was quickly moving from
its original tight link with intrave-
nous drug use to a more com-
mon association with heterosex-
ual contact and use of crack
cocaine.2 Nearly 10% of babies
born in Harlem went directly
into foster care, primarily be-
cause of drug-related social prob-
lems; these babies were 8 times
more likely to be HIV-exposed
than those babies discharged to
their mothers.2

A CHALLENGE FOR
TRADITIONAL
APPROACHES

Though we were working “in
the trenches” of a city hospital,
beset by chronic underfunding
and inadequate staffing, we
were academic pediatricians
who responded to this new epi-
demic boldly yet traditionally:
we designed and implemented a
model program to provide clini-
cal care for families with HIV3;
joined statewide efforts to de-
fine standards of clinical care4;
worked with day care, foster
care, and school authorities to
create informed policies; stud-
ied the epidemiology of mater-
nal–newborn HIV infection and
its natural history in children5;

participated in the first experi-
mental therapeutic trial for HIV-
infected children; and created a
clinical trials unit.6

Boarder babies, however, pre-
sented a dilemma we were not
prepared to solve. Soon, more
than a dozen infants and chil-
dren were housed on our wards,
staying an average of 339 days;
one child stayed 4 years.7 We
found ourselves confounded by
what amounted to a group
home on our wards, but with
the rules, restrictions, risks, and
aesthetics of a hospital. The
cribs had cold metal frames.
There were few toys. The chil-
dren could not leave the hospi-
tal. Family visits were infre-
quent or nonexistent, and
volunteers were sparse. Inade-
quate though it was, doctors,
nurses, and other hospital staff
took on surrogate parent roles,
fuming with moral indignation
about the inhumane predica-
ment in which these children
were caught.

OUT OF THE IVORY
TOWER, INTO THE
COMMUNITY

We recognized that the com-
plexity of these children’s needs
would require multiple systems
to work together toward a solu-
tion. Boarder babies with AIDS
had no organizational interces-
sor, such as New York’s Gay
Men’s Health Crisis, to press for
governmental and public benefi-
cence. But as we looked for
someone else to take the lead
and found everyone fenced in
by traditional boundaries, we re-
alized with reluctance that the
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moral prerogative weighed most
heavily on us, who lived every
day with these children.

We began by telling the story
to anyone who would listen:
media, government officials, dig-
nitaries. At the Surgeon Gen-
eral’s Workshop on Children
with HIV Infection and Their
Families in 1987, we highlighted
the plight of boarder babies with
AIDS and asked for preventive
services to keep HIV-infected
children out of foster care, fund-
ing to help the foster care system
recruit foster parents, and the
creation of innovative commu-
nity-based nurturing homes for
HIV-infected children in New
York City and in Newark, NJ.
This last proposal met with sig-
nificant opposition within child
welfare circles, where the terms
“Dickensian,” “retrogressive,”
and “warehousing” were used to
denounce the idea. But those
who came and witnessed for
themselves the pathos of the sit-
uation became advocates. Sup-
port grew for the creation of one
or more group homes.

The pediatricians of Harlem
Hospital Center took the lead in
organizing an unlikely group of
collaborators: doctors, nurses,
priests, nuns, social workers, a
Jewish philanthropist, and gov-
ernment officials. The group de-
veloped plans for New York
City’s first (and, as it turned out,
only) group residence for chil-
dren with HIV and obtained the
support of the mayor and the
cardinal of the Catholic Arch-
diocese of New York. Local
churches, service organizations,
police precinct councils, and
community boards were asked
to lend support. Plans were then
submitted to and approved by
city and state health and social
services agencies. Thus the
group obtained hard funding.

NEW YORK’S ONLY
RESIDENCE FOR
CHILDREN WITH HIV

Incarnation Children’s Center
(ICC) was created in 1988,
when a 4-story red brick former
convent in upper Manhattan

was converted into a homelike
residence for 24 HIV-positive
children. Just before the center
opened in March 1989, world-
wide attention was focused on
the plight of boarder babies
with AIDS when Diana, Prin-
cess of Wales, visited Harlem
Hospital Center. Her visit was
widely publicized; not only did
it sensitize the public to the
needs of children with HIV/
AIDS, but it was followed by an
abrupt increase in the rate of
foster parent recruitment
throughout the city. 

ICC began working closely
with the city’s 8 HIV-specialized
foster care agencies, which, in
response to the new surge of fos-
ter parents, opened foster homes
so efficiently that the average
length of stay at ICC was unex-
pectedly short: 1 month. During
the program’s first 2 years, more
than 160 HIV-positive children
(two thirds of New York City’s
AIDS boarder babies) were ad-
mitted to ICC, which was
dubbed “the Ellis Island for
homeless children with AIDS.”

By the end of 2 years, there
was a citywide surplus of foster
parents for all but the sickest
children with HIV. Multiple fac-
tors had coalesced to end New
York City’s AIDS boarder baby
crisis, but ICC had played a piv-
otal role in this, one of New York
City’s least well-known success
stories.

The next unmet need was
clear: care for children with
AIDS who were too sick to live
at home but not sick enough to
require hospitalization. Having
learned that very ill children
often improved dramatically with
proper nurturing and high-qual-
ity medical and nursing care, ICC
pioneered the concept of conva-
lescent care for them. Many chil-
dren presumed terminally ill im-
proved clinically and returned to
a home setting. For other chil-
dren, ICC remained a sanctuary
full of love in which to spend
their final days.

ICC has now cared for more
than 700 HIV-positive children
from throughout New York City;
the largest percentage have come
from Harlem. Of those who have
received residential care, more
than 80% have been discharged
to kinship or nonkinship foster
homes. In the end, nearly all of
them were adopted.

Over the past 5 years, mother-
to-baby HIV transmission has
dropped dramatically in New
York City. With improved treat-
ments for HIV, infected babies
are surviving into late childhood,
adolescence, and even adulthood.
It appears likely that the pediatric
AIDS epidemic will, over the
next decade, largely disappear in
the United States.

An 11-year-old girl is examined for
enlargement of her lymph nodes at
Incarnation Children's Center, New
York City. Photo courtesy of Eugene
Richards.
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AN IRONIC TWIST 
TO THE STORY

In 15 years, we have repeat-
edly witnessed the improbable.
It seemed that boarder babies
with AIDS would never be
freed from hospital wards, but
ICC was created. Despite our
doubts, a surprising number of
saintlike individuals stepped for-
ward to become foster parents
and then adoptive parents. In-
fected babies who once seemed
destined for early death now
shave and go on dates. But
amid all this good news lies an
ironic and sad twist. 

A startlingly high percentage
of older children with HIV have
severe behavioral problems and
mental illness; some who have
reached adolescence display ag-
gressive and inappropriate sex-
ual behaviors. Many of their bio-
logical parents are or were
mentally ill, drug-addicted, and
HIV-infected. Familial predispo-
sition, together with intrauterine
drug exposure and life’s emo-
tionally traumatic experiences,
may account for the high rates
of mental illness in HIV-infected
children.8,9

A small but increasing num-
ber of older HIV-infected chil-
dren and adolescents are being
rejected by their adoptive par-
ents. Some of these parents
confide that their bravery was
geared toward babies who were
expected to die; they did not
foresee such longevity, com-
plexity of care needs, and un-
controllable behaviors. These
children are being rejected by
schools as well.

Some are in residence at ICC,
which continues to play an im-
portant role as a chronic care
facility. But those with severe
mental illness or who act out
sexually cannot safely be main-
tained there.

Some of these children have
been shuttled between hospital
psychiatric and pediatric wards,
chronic care facilities, and resi-
dential treatment centers, all of
which actively try to refer them
elsewhere. There is no ideal set-
ting for them. They need to be in
psychiatric nursing homes, but
there is no such thing. Some
have ended up in the juvenile
justice system, which is likely to
become the next dumping
ground.

And so we have a new crop of
“boarder babies”: older, sadder,
more difficult to care for than
ever. Full circle. It’s time for
those who have the energy to
tell the story to anyone who will
listen.

Stephen W. Nicholas, MD
Elaine J. Abrams, MD
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Public Health
and Bioethics:
The
Benefits of
Collaboration

Public health professionals oper-
ate under the moral imperative
to ensure and protect the pub-
lic’s health. The ethical founda-
tions of public health practice
have always been implicitly as-
sumed, by both members of the
profession and the public at
large. However, until recently,
the basic values that underlie
public health decisions and the
conflicts inherent in its practice
have rarely been articulated.1

During the past 2 decades, the
AIDS epidemic has caused the
field to be more aware of the
values at stake when individual

rights and the public good come
in conflict.2,3 Exploring these
complex questions and discover-
ing that there are other impor-
tant value conflicts in public
health have caused academic
leaders and practitioners alike to
call for more attention to the
fundamental ethical underpin-
nings of the field. 

The Public Health Leadership
Society has brought together
professionals from local and
state public health departments,
schools of public health, the Cen-
ters for Disease Control and Pre-
vention, and the American Pub-

lic Health Association (APHA) to
develop a Public Health Code of
Ethics. In November 2001, they
presented a draft code at a
“town meeting” at the APHA an-
nual meeting. It is anticipated
that a number of public health
organizations will adopt the
code.1 There are also efforts to
develop more courses and cur-
ricular materials to educate stu-
dents about public health
ethics.4 While there have been
some good preliminary works
published,5–7 many important is-
sues in public health ethics have
not yet received the attention


